1616.9792 

COPI 

1996 


HI  5013 IHOI 

ILLINOIS  nnr"""rMrq 


c.3 


COPING 


AY 


H 


What  is  HIV  Disease ? 

HIV  disease  is  caused  by  a  virus  known  as 
Human  Immunodeficiency  Virus.  When  this  virus 
gets  into  the  bloodstream,  a  person  is  HIV-infected 
(or  HIV-positive).  HIV  disease  attacks  a  persons 
immune  system,  which  helps  the  body  to  fight 
disease.  When  this  happens,  the  body  loses  its  ability 
to  fight  common  infections.  Some  illnesses  can  then 
become  life-threatening  and  lead  to  death. 

HIV  disease  refers  to  all  stages  of  HIV  infection. 
Asymptomatic  HIV  disease,  the  earliest  stage  of 
infection,  can  last  for  many  years  and  most  people 
show  no  signs  of  illness.  But  even  if  an  HIV-infected 
person  feels  healthy,  maintaining  good  health  and 
getting  regular  medical  care  is  important. 

The  middle  stage  of  infection  is  known  as 
symptomatic  HIV  disease.  Many  people  in  this  stage 
may  experience  symptoms  such  as  swollen  lymph 
glands,  persistent  fever,  diarrhea,  or  skin  problems. 

In  the  later  stages  of  HIV  disease,  the  immune 
system  becomes  badly  damaged  by  the  virus  and  can 
no  longer  fight  some  infections.  This  stage  of  the 
disease  is  known  as  AIDS,  Acquired  Immuno¬ 
deficiency  Syndrome.  People  in  this  stage  may 
develop  opportunistic  infections  such  as  PCP,  (a  type 
of  pneumonia),  toxoplasmosis,  or  certain  cancers. 

At  this  time,  there  is  no  cure  for  HIV  disease. 
However,  there  are  many  treatments  in  development 
today  that  may  cure  the  disease  or  keep  infected 
people  from  developing  AIDS.  In  the  meantime, 
there  are  things  people  can  do  to  maintain  their 
health. 


How  Does  Someone  Get 
Infected  With  HIV i 

There  are  several  ways  a  person  can  become 
infected  with  HIV: 

■  Having  unprotected  vaginal  or  anal  intercourse 
with  a  person  infected  with  HIV  will  transmit  the 
virus  through  semen  or  vaginal  fluids. 

■  Sharing  an  IV  drug  needle  with  an  HIV-infected 
person  can  inject  infected  blood  into  the  user’s 
bloodstream. 

■  An  HIV-infected  woman  can  pass  the  virus  to  her 
baby  during  pregnancy,  birth  or  through 
breastfeeding. 

Some  people  became  infected  with  the  virus 
through  receiving  infected  blood  products.  However, 
programs  to  screen  blood  were  put  into  place  in  1985 
to  ensure  that  this  method  of  infection  no  longer 
occurs.  No  one  can  get  HIV  by  donating  blood. 

How  Does  a  Person  Know 
if  He  or  She  Is  Infected ? 

There  is  a  blood  test  called  the  HIV  or  AIDS 
Antibody  Test.  When  a  person  becomes  infected 
with  HIV,  the  body  develops  antibodies  to  fight  the 
virus.  The  HIV  Antibody  Test  checks  to  see  if  these 
antibodies  are  present.  If  they  are  present,  the  person 
is  said  to  be  HIV  positive  or  antibody  positive.  A 
person  who  is  HIV  positive  has  HIV  disease. 

Testing  Positive 

After  learning  that  you  tested  positive  for  HIV, 
you  may  experience  a  wide  range  of  emotional 
reactions.  You  may  experience  shock,  anger,  anxiety, 
fear,  helplessness,  guilt,  uncertainty,  embarrassment, 
or  a  sense  of  isolation.  All  these  feelings  are  normal. 

It  is  important  that  you  find  emotional  support. 
Talk  about  your  test  result  with  someone  you  trust: 
a  lover,  friend,  family  member,  or  counselor.  Many 
communities  offer  support  groups  for  people  who 
have  tested  HIV  positive.  It  is  important  that  you 
stay  informed  about  new  research  and  medical 
treatments  and  see  a  doctor  regularly.  It  is  also 
important  to  your  physical  and  mental  health  that 
you  continue  your  ordinary  routine. 


What  Are  the  Symptoms  of 
HIV  Disease? 

People  who  are  HIV-positive  may  experience  a 
number  of  symptoms.  However,  these  symptoms 
could  indicate  an  illness  unrelated  to  HIV.  It  is 
important  to  see  a  doctor  for  a  proper  diagnosis. 
Some  of  these  symptoms  may  be: 

■  easy  bruising,  bleeding  gums,  or  nose  bleeds 

■  persistent  skin  problems 

■  fevers  greater  than  100°  for  10  or  more  days 

■  recurrent,  drenching  night  sweats 

■  unintentional  weight  loss  greater  than  10  pounds 

■  unexplained  fatigue  that  interferes  with  your 
normal  activities 

■  persistent  diarrhea 

■  dry  cough 

■  shortness  of  breath 

■  painful,  swollen  lymph  nodes 

■  sores  or  unusual  blemishes  or  patches  on  the 
tongue  or  in  the  mouth 

■  persistent  vaginal  infections 

■  persistent  headaches,  numbness,  or  tingling  in  the 
feet  or  hands 

■  memory,  concentration,  speech  and/or 
coordination  problems 

Early  Treatment 

It  is  important  to  see  an  HIV-knowledgeable 
doctor  once  you  have  tested  positive.  Left  untreated, 
HIV  infection  will  lead  to  serious  illness.  Researchers 
estimate  that  without  treatment  about  half  of  all 
HIV-infected  people  will  develop  AIDS  within  11 
years  after  their  initial  infection. 

Fortunately,  certain  drugs  are  now  available  that 
can  temporarily  slow  the  spread  of  HIV  in  the  body 
and  treat  some  of  the  conditions  that  the  immune 
system  can’t  fight  on  its  own.  There  are  treatments 
that  have  helped  people  with  HIV  disease  improve 
the  quality  of  their  lives  and  to  prolong  their  lives. 
Many  doctors  and  researchers  are  optimistic  that 
additional  therapies  will  be  developed  to  manage 
HIV  disease. 

The  progression  of  HIV  disease  varies  for  each 
person  and  may  be  influenced  by  a  number  of 
factors.  Some  of  these  factors  include  mode  of 
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transmission,  age,  other  infections,  and  a  person’s 
health  at  the  time  of  infection.  Symptoms  of  HIV 
disease  do  not  appear  in  any  particular  order,  and  not 
everyone  will  develop  all  symptoms.  Milder  symp¬ 
toms  such  as  swollen  lymph  glands,  diarrhea,  or  skin 
problems  usually  appear  first,  but  sometimes  the  first 
sign  of  illness  is  an  opportunistic  infection  such  as 
PCP,  a  type  of  pneumonia.  All  symptoms  of  HIV 
disease  can  have  other  causes  so  it  is  important  to  see 
a  doctor  for  a  proper  diagnosis. 

Clinical  Tests 

After  you  have  tested  positive,  it  is  important  that 
you  undergo  medical  testing  that  will  tell  your  health 
care  provider  how  well  your  immune  system  is 
functioning.  Talk  with  your  doctor  about  these  tests. 
It  is  important  that  you  understand  what  tests  are 
being  done  so  that  you  can  participate  in  your  own 
treatment.  If  you  feel  unable  to  talk  with  your  doctor 
or  are  not  satisfied  with  the  explanations  you  are 
given,  you  may  want  to  think  about  changing 
doctors.  It  is  important  for  you  and  your  health  care 
provider  to  work  together. 

Your  first  visits  to  the  doctor  can  be  stressful  so 
you  may  want  a  friend  to  go  with  you.  You  may 
have  many  questions  you  want  to  ask  your  doctor 
but  may  forget  them  at  the  time  of  your 
appointment.  Your  friend  can  help  you  remember 
your  questions.  You  may  also  want  to  write  down 
your  questions  before  your  appointment  so  you  can 
refer  to  them  when  you  talk  with  the  doctor. 

Finding  Support 

Coping  with  a  serious  illness  is  difficult;  doing  it 
alone  is  more  difficult.  You  can  make  it  easier  by 
allowing  others  to  offer  support.  Family  and  friends 
may  want  to  help  but  may  be  afraid  of  overstepping 
their  bounds.  You  may  have  to  let  them  know  you 
want  their  support  or  how  they  can  support  you. 
Support  can  come  from  many  sources. 

Lover/Spouse 

If  you  are  in  a  relationship,  your  partner  may 
share  many  of  your  emotional  needs.  Don’t  be  afraid 
to  lean  on  each  other.  Your  lover  or  spouse  can  be  a 
source  of  considerable  strength.  Honest,  caring 


communication  can  get  you  through  difficult  times; 
talking  about  HIV  infection,  feelings,  hopes,  and 
fears  may  lead  to  a  more  intimate  relationship.  You 
have  the  need  for  love  and  physical  intimacy, 
including  sex.  Each  of  you  can  support  the  other  in 
maintaining  safe  sex. 

For  some  couples,  the  stress  of  dealing  with  HIV 
disease  can  be  overwhelming.  If  you  feel  this  is 
happening  in  your  relationship,  consider  professional 
counseling.  Experiencing  the  emotions  that  HIV 
disease  can  bring  up  can  often  strengthen  the  love 
that  already  exists,  but  it  can  be  stressful  too. 

Roommates 

It  is  important  to  let  your  roommates  understand 
your  medical  condition  in  order  for  them  to 
understand  all  that  you  are  going  through  right  now. 
They  may  also  have  concerns.  Discussing  each 
other’s  concerns  and  fears  can  help  maintain  a  good 
relationship  and  a  good  source  of  support. 

Family/Relatives 

Deciding  when  to  tell  family  members  that  you 
have  HIV  disease  depends  on  your  relationship  with 
them.  You  are  the  best  judge  as  to  when  is  the  right 
time.  You  may  want  to  discuss  this  issue  with  a 
health  professional  to  get  answers  to  questions  your 
family  might  ask.  It  is  always  a  good  idea  to  have 
information  and  referrals  available  so  that  they  have 
the  support  they  may  need.  Encourage  family 
members  to  find  out  about  HIV  disease  and  let  them 
know  that  you  need  their  support  and  love. 

Extended  Family 

Although  they  are  not  blood  relatives,  you  may 
have  close  relationships  with  friends  who  you 
consider  family.  Let  them  know  how  they  can 
support  you  and  encourage  them  to  find  out  more 
about  HIV  disease.  Let  them  know  that  you  are  the 
same  person  you  have  always  been  and  they  do  not 
need  to  treat  you  any  differently. 

Support  Groups 

There  are  a  wide  range  of  support  groups  that  can 
help  ease  your  fear  and  uncertainty  and  break  the 
isolation  you  may  feel.  These  groups  can  provide  an 
environment  where  you  can  learn  from  the 
experiences  of  others  and  get  understanding  and 
emotional  support.  People  come  to  share  their 


thoughts,  fears,  optimism  and  humor.  All  these 
things  are  an  important  part  of  coping  with  HIV 
disease.  Your  doctor,  local  health  department  or 
AIDS  agency  can  refer  you  to  a  support  group. 

Other  People  With  HIV  Disease 

Many  people  with  HIV  disease  find  great  support 
in  developing  friendships  with  other  HIV-infected 
people.  Together  they  share  their  experiences  and 
work  through  problems.  Having  the  same  diagnosis 
creates  a  common  bond  that  is  unique  to  people  with 
HIV  disease. 

Some  Things  to  Consider 

Lifestyle  Changes 

If  you  are  infected  with  HIV,  you  may  want  to 
examine  how  you  maintain  your  health.  It  is 
important  that  you  maintain  a  proper  diet,  exercise, 
and  get  enough  rest.  Try  to  eliminate  unnecessary 
stress  in  your  life,  both  at  work  and  at  home.  If  you 
smoke,  consider  quitting.  If  you  use  recreational 
drugs,  you  may  want  to  stop  or  get  involved  in 
programs  that  can  help  you  quit.  It  is  important  that 
you  treat  your  body  well.  It  is  working  hard  to  fight 
HIV  infection. 

Sex 

Having  HIV  disease  does  not  mean  that  your  sex 
life  has  to  stop.  Some  people,  out  of  fear  or  misinfor¬ 
mation,  have  given  up  sex,  thinking  that  this  is  their 
only  option.  But  you  can  be  sexually  active.  It  will 
require  making  some  changes.  You  should  only  have 
safe  sex,  even  if  your  partner  is  also  HIV-infected. 
There  are  different  strains  of  the  virus  and  a  person 
could  become  reinfected.  This  can  cause  the  virus  to 
spread  faster  in  the  body  or  lead  to  a  serious  illness 
and  AIDS.  Unprotected  sex  also  puts  HIV-infected 
people  at  high  risk  for  other  sexually  transmitted 
diseases.  Here  are  some  safe  sex  guidelines: 

■  Always  use  condoms  for  anal  and  vaginal  sex. 
Condoms  should  be  made  of  latex  and  a  water- 
based  lubricant  should  be  used.  Oil-based 
lubricants  such  as  Vaseline,  baby  oil,  Crisco  or 
hand  lotion  weaken  the  latex  and  can  cause  the 
condom  to  break.  Use  water-based  lubricants  sold 
especially  for  sex,  such  as  Foreplay,  Wet,  Astro- 


glide,  K-Y  Jelly,  etc.  Contact  your  local  AIDS 
agency  about  how  to  use  a  condom  properly. 

■  Do  not  get  semen,  vaginal  fluids,  blood,  urine,  or 
feces  in  your  mouth.  Always  use  a  condom  when 
having  oral  sex.  Many  people  prefer  unlubricated 
condoms. 

■  Do  not  have  oral-vaginal  or  oral-rectal  contact 
without  protection.  You  can  use  a  latex  square 
known  as  a  dental  dam  or  plastic  wrap  to  protect 
yourself  and  your  partner. 

■  If  you  share  needles,  always  clean  them  with 
bleach. 

Pregnancy 

Women  with  HIV  disease  need  to  think  carefully 
before  they  decide  to  have  a  baby.  Pregnancy,  labor, 
and  caring  for  a  baby  are  hard  on  a  woman’s  body. 
The  baby  may  become  infected  with  HIV  in  the 
womb,  during  childbirth  or  while  breastfeeding.  You 
may  become  too  ill  to  be  able  to  care  for  your  baby. 

If  you  are  thinking  about  becoming  pregnant,  talk 
with  someone  you  trust  who  is  knowledgeable  about 
HIV  and  pregnancy.  Your  doctor  or  local  AIDS 
agency  can  give  you  a  referral.  Your  decision  can  be  a 
painful  one.  Knowing  all  the  facts  can  help. 

Alternative  Treatments 

Many  people  infected  with  HIV  are  exploring 
different  ways  to  manage  their  infection  in  addition 
to  their  regular  medical  routine.  Acupuncture,  herbal 
therapies,  massage,  and  meditation  are  just  a  few  of 
the  alternative  therapies  available.  If  you  have 
questions  about  any  of  these  treatments,  discuss 
them  with  your  doctor  or  contact  your  local  AIDS 
agency. 

Attitude 

People  who  maintain  an  optimistic  attitude  cope 
better  with  their  HIV  infection  than  those  who  give 
in  to  feeling  helpless.  A  positive  mental  attitude  can 
help  you  feel  stronger  and  healthier  and  may  slow 
disease  progression.  Stress,  anxiety,  depression,  and 
apathy  can  significantly  weaken  your  immune 
system. 
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Maintain  Hope 

There  are  reasons  to  be  hopeful  in  the  face  of  the 
HIV  epidemic.  Current  research  provides  doctors 
with  a  better  understanding  of  how  HIV  works  and 
how  to  treat  the  symptoms  of  HIV-related  illnesses. 
New  drug  treatments  such  as  AZT  and  ddl  are  now 
available.  These  drugs  slow  the  progression  of  the 
virus.  We  know  how  to  prevent  the  transmission  of 
the  virus  to  others  and  how  to  prevent  reinfection. 

There  are  many  clinical  drug  trials  underway 
which  promise  better  treatment  for  HIV  disease.  It  is 
expected  that  a  time  will  come  when  HIV  can  be 
cured  or  managed  like  other  chronic  illnesses. 
Vaccine  studies  hope  to  find  a  way  to  prevent  people 
from  becoming  infected  with  the  virus. 

Many  support  groups  exist  to  help  a  person  cope 
with  HIV  disease.  Newsletters,  books,  and  other 
publications  are  valuable  sources  of  information  on 
treatment  developments.  Legal  and  social  service 
organizations  have  been  established  to  help  people 
cope  with  HIV  disease.  By  taking  advantage  of  these 
resources,  you  can  feel  more  in  control  of  your 
health  and  your  life. 

Be  Here  for  the  Cure 

Coping  with  HIV  disease  means  getting  on  with 
your  life.  It  often  means  living  with  the  uncertainty 
that  a  life-threatening  disease  poses.  Coping  with 
HIV  disease  is  only  one  of  the  challenges  you  will 
face.  You  also  have  the  challenge  of  being  happy, 
productive,  and  optimistic.  There  are  many  people 
who  have  developed  a  plan  of  action  for  living  with 
HIV  disease.  They  maintain  hope  for  the  future 
while  living  their  daily  lives  and  caring  for  their 
health.  They  are  easy  on  themselves  and  take  their 
time  in  dealing  with  the  issues  that  their  diagnosis 
raises.  Emotional,  spiritual,  and  physical  concerns 
need  to  be  dealt  with  as  honestly  as  possible. 

Maintain  hope  in  the  face  of  HIV.  Play  safe.  Be 
here  for  the  cure. 
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